The period of adolescence is one of transition, including physiological, psychological, and environmental transitions (Bryon and Madge, 2001) . Medical advances in early detection, diagnosis and management have resulted in increased survival rates for children with neurological diseases (Tuffrey and Pearse, 2003) . For example, over 70% of children with cerebral palsy will survive to adulthood (Stevenson et al., 1997) , significantly more than 50 years ago (Strauss et al., 2008) . Some, neurological conditions, such as cerebral palsy, are problematic and static in childhood but progress in adulthood (e.g., mobility deteriorates).
Others, such as epilepsy, might remit in childhood, yet have persistent effects on adult social functioning, leading to unemployment, social isolation, or depression (Camfield and Camfield, 2011) . Similarly, dyslexia can significantly influence educational attainment, job status, and social mobility, in addition to perceptions of intellectual ability and academic competence in adulthood (Boetsch et al., 1996) .
For adolescents with a chronic illness the transition to adulthood can be complex and difficult to negotiate. Many of the adolescent tasks, including successfully negotiating puberty, gaining autonomy, personal identity, sexuality, and making educational and vocational choices might all be affected by impaired physical or mental abilities, including pain, medical setbacks, involuntary dependence, and perceived prognosis of condition (Blum et al., 1993) . Furthermore, for adolescents with neurological conditions these can negatively influence their self-esteem and sense of identity (Smith, 1998) , and also other areas of life including schoolwork, sports, employment, and driving (Baker et al., 2005) , potentially reducing quality of life (McEwan et al., 2004) .
Quality of life (QoL) can be conceptualised as subjective general feelings of wellbeing, positive social involvement, and opportunities to achieve personal potential (Schalock et al., 2002) . QoL issues are highly individual and perceptions of health outcomes cannot be determined by biomedical variables alone, thus highlighting the importance of considering multi-dimensional factors (Ronen et al., 2011) . As such, QoL provide a novel and useful framework for studying neurodisability-related issues, able to contribute to identification, development, and evaluation of supports, services, and policies for individuals with neurodisabilities (Schalock et al., 2002) . McEwan et al. (2004) propose a model of QoL in adolescents with epilepsy in which good QoL is associated with adjustment to having epilepsy, which is predicted by successful identity formation and illness-related factors.
Identity formation in turn is predicted by factors such as peer acceptance, development of autonomy, school-related issues, and acceptance of condition. Illness-related factors are predicted by medication issues, knowledge of condition, and perceptions and experiences of seizures. We were interested in how these issues of identity formation and those related to the condition influenced the experiences of living with a chronic neurological disorder.
At present little is known about adolescents and young adults with chronic neurological diseases, as much research to date has focused on other chronic illnesses (e.g., congenital heart disease). As the needs of adolescents and young adults with neurological diseases are likely to differ from those with other chronic illnesses this represents a significant gap in the literature.
For example, adolescents with neurological conditions have been found to have more behaviour problems, less autonomous functioning, and poorer academic achievement than adolescents without neurological conditions (Howe et al., 1993) .
Furthermore, while interest in transition research has grown worldwide, it can be difficult and might be inappropriate to rely on data from international studies when considering these findings in relation to transition guideline and policy development. UK educational and health systems differ from other countries (e.g., in terms of infrastructure and legislation), particularly for neurological services. Relative to some other countries there are fewer neurologists per head of population in the UK (e.g., one neurologist per 150 000 population in the UK compared with one per 20 000 in the Netherlands; [Bateman, 2011] ). More importantly, the organisation of UK neurology services, focused on large regional neuroscience centres providing periodic outpatient and ward consultation to one or more local district general hospitals, means that the local availability of outpatient care remains variable (Bateman, 2011) . In terms of education, the majority of young people with a statement of special educational need (SEN; including needs such as specific learning difficulty, moderate learning difficulty, behavioural, emotional and social difficulty, physical disability) currently attend mainstream education (Maslow et al., 2011) .
As the period of adolescence can be very challenging, especially for adolescents with a chronic illness, the management of transition is crucial to facilitate these young people reaching their full potential. In short, the increase in survival rates of childhood chronic neurological disorders highlights the importance of understanding these adolescents and their experiences and perceptions. It is essential to consider the unique experiences of adolescents and young adults as they are the ones that undergo the transition and are required to adapt to a new environment of care, education and/or employment. These subjective experiences of the transition process are likely to greatly influence outcomes such as adherence to treatment and successful participation in society (Lugasi et al., 2011) .
Thus, the aim of this pilot study was to explore the lived experiences of adolescents and young adults living with a chronic neurological disorder, to explore the challenges they face in their day-to-day lives. In particular, the research was aimed at: a) Describing the experience of living with a chronic neurological disorder, b) Exploring the challenges of living with a chronic neurological disorder, and c) Exploring the challenges and aspects of care and support in the transitional period from adolescence to young adulthood. The findings from have the potential to identify the needs of this population which can inform the transitional process, by extending our understanding of aspects that facilitate a good transfer. A recent UK report (Royal College of Physicians, 2011) highlighted shortcomings in the organisation of neurological health services and inability to meet patients' needs, so this study is topical and timely. Identity explored issues of autonomy, acceptance, peers, education, and employment opportunities. Condition explored perspectives regarding the participant's medical condition, including questions around medical, legislation, knowledge, and awareness issues.
Method
All interviews were transcribed verbatim and subjected to interpretative phenomenological analysis (IPA; Smith, 1996) . IPA is particularly relevant to this study as the aim was to explore the lived experiences of the participant in order to examine how individuals with chronic illness deal with challenges and issues within their day-to-day lives.
Participants
Participants were purposefully sampled from a post-16 educational centre in the Northwest of England. Inclusion criteria included (a) presence and diagnosis of a chronic neurological condition with minimum duration of 12 months, (b) age between 18-25 years, and (c) fluent in spoken English. Six participants were recruited in total. All participants had decisional capacity and cognitive ability to provide informed consent and participate in interviews. Participants ranged in age from 19 to 25 years, with a mean age of 20 years. The sample consisted of two females and four males. Both female Participants were living independently, or with a partner; while the four male participants were all living within their parental home. One participant had a diagnosis of epilepsy, a further participant had epilepsy and cerebral palsy; three participants had dyslexia and one participant had quadriplegic cerebral palsy. Educationally, two participants had been through the mainstream education system. A further three participants were educated within a specialist educational setting and one participant had experience within mainstream and specialist education setting. At the time of this study, four participants were students of further education within a specialist educational setting; one participant was undertaking part time employment; and one participant was at home with two small children.
The relatively small sample size reflects the general principles of conducting IPA research, where the emphasis is on engaging with the richness of data from the participants' accounts and in detailed examination of convergences and divergences within the sample. It has been noted that there is no objective finite sample size for an IPA study, thus such research is characterised by small, homogenous samples (Smith and Osborn 2008) .
Procedure
Ethical approval was gained from the relevant institutions, and young people who expressed an interest were given more information about the study and the opportunity to have any questions answered before agreeing to participate. All young people who expressed an interest met the inclusion criteria, and agreed to participate. Consent to be interviewed and for the interviews to be recorded was obtained prior to interview, and the interviews lasted between 30-60 minutes, with an average duration of 40 minutes.
Data analysis
Data were analysed using IPA (Smith, 1996) . The analysis involves two stages of interpretation: the meaning of their experiences attributed by the participant, and the researchers interpretation of the participants' accounts of their meaning-making (Smith and Osborn, 2008) . Thus, the findings reflect both the participants' accounts of their experiences and perceptions, and the researchers' interpretation of the participants' cognition, affect, and behaviour reflected in what they communicate and how it is expressed. Smith and Osborn's (2008) recommendations for IPA were followed to analyse the data. First, each transcript was read independently by the first author who conducted all interviews, and coded in a free textual analysis. Emerging themes were analysed for connections and the interpretations made underpinned the development of higher-order themes that were given relevant titles. A table of codes and themes was created based on the analysis for each participant. The second author independently read and coded each transcript and built on the list of themes. The emerging themes were then grouped together to form superordinate themes which were corroborated between the authors. Where there was disagreement between the authors, we went back to the original transcript and discussed the coding to reach agreement. The table of themes was used to code similar meanings in the same categories, and was expanded to incorporate new ideas as they emerged. Once this process had been completed for all transcripts, each transcript was re-read by both authors to ensure that all themes were coded consistently. The themes were then written into a narrative form to provide an accurate illustration of each theme using quotations taken directly from the transcripts.
Findings
Four main themes emerged from the analysis: 'condition', 'support', 'strive for independence', and 'transition'. Notwithstanding the varied individual expression of these themes, comparable parallels in participants' accounts allowed some important insights into the experiences and challenges associated with living with a chronic neurological condition.
Although distinct, the themes are interrelated and inevitably overlap, reflecting the biopsychosocial nature of living with a chronic illness. Further elucidation of the themes, with verbatim illustrative data excerpts, is presented below.
Condition
The first theme reflected the day-to-day challenges faced by participants around aspects relating to their condition, including how they understand their condition, how they developed this understanding, and how they experience living with the condition. Three subthemes are reported here: Understanding the condition, medication, and adjust and adapt.
Understanding the condition. Most participants were well informed about their condition. However, some described not understanding their condition, which contributed to feelings of fear, anxiety, and dependence, as well as an unwillingness to disclose their condition to others.
Participants who expressed feelings of fear and anxiety, or not having accepted the condition described many perceived restrictions and limitations to academic, employment, leisure, and social life, including social isolation:
I'm not confident with anything to be honest. It's because of my epilepsy.
Because I'm always too scared to try like new things, because I'm scared that if I try something it's going to trigger something. You know like shaking or trigger a fit.
However, participants with an optimistic outlook, perceived both challenges and opportunities rather than simply viewing the condition as a continued burden, and described ways in which they strive to overcome challenges.
Medication. For participants requiring medication to control their conditions, differences regarding their knowledge and understanding of their conditions, as well as their relationship with their health care providers, were found to influence how they plan and manage this aspect of living with a chronic condition. A lack of understanding and a poor relationship with health care providers were linked to failure to manage adherence to medication:
I'm on the highest dose on one of the tablets I'm on, but like I'll take some in the morning and then like if I start feeling funny during the day then I'll take more. I mean the doctors don't know, I'll just take them and if I do then I feel alright.
However, participants' perceptions of their care as collaborative and their health care providers as knowledgeable, flexible and trustworthy influenced adherence to medication and other therapeutic treatment regimes.
Adjust and adapt. Participants were found to differ in how they approached day-today challenges, and the extent to which they had adjusted and adapted in order to live independently and to their full potential. Some talked about availing of opportunities that presented themselves to build experience and confidence: "I am doing some work helping out as a youth worker at a couple of the youth clubs too".
Many participants described the wish and the certainty that despite their conditions they can contribute to society and be as good and as useful as any individual without a chronic illness.
In addition, many had incorporated strategies for coping with everyday living, including stocking the freezer with cooked food, or socialising at home rather than going out to pubs and clubs.
Support
The second theme reflects participants perceptions of available support, three subthemes are reported here: structural support, functional support, and perceptions of lack of support.
Structural support. The importance of support networks was a consistent finding within all participants' accounts. Much support was obtained within the core family unit , and perceptions of available social support from family, friends and wider support network were highly valued by the participants. Many expressed feelings of empowerment associated with good family support, which contribute to increased autonomy:
My dad, it was actually him that made me come to this school, because he felt that with me being in a mainstream school I wouldn't progress as far as I could do in life. . . That's why I ended up coming here, to get better self-esteem and build my confidence in my abilities. My dad has given me a great push in the right direction.
Findings relating to support networks within school and educational settings were mixed across the participant group. Many reported mutual trust, and being respected and treated as individuals, capable of making adult decisions, which contributed to feelings of self-esteem, confidence and being a valued member of society: "At the end of the day they are not just my teacher, they are my friends as well and you can actually trust in them and they won't blurt it out to everyone".
Where participants reported good relationships with health care professionals, these were considered a valuable source of support, and increased participants' satisfaction with the health care environment: "My old GP was really good, he had an interest in epilepsy and was really good. Whenever I needed more information about something to do with my epilepsy he would explain things clearly for me". The participants' accounts outlined how perceived and received support had assisted in greater participation in academic, employment, leisure, and social activities, which was related to increased autonomy, independence, and opportunities to become fully functioning adults.
Perceived lack of support. Many participants reported feeling let down by the health care providers that they had encountered, and disappointment with the lack of care and support received:
They have done nothing for me. They just give me these tablets and changed them a couple of times, said they might work they might not but they haven't done nothing since. I mean, I have been to the doctors, they know I have had fits and they are getting worse since I have had the kids. But they are doing nothing.
Access and waiting time to see health care professionals were significant challenges for participants, and further demonstrate perceptions of lack of support: It was the same with the first miscarriage, I actually rang the consultant because I needed to speak to them about being pregnant and my epilepsy but I couldn't get an appointment for three months. It was too late by the time I actually got to see the consultant I had already had the first miscarriage.
Perceptions and experiences of lack of support appeared to negatively influence treatment adherence, leading to feelings of dissatisfaction, anger, alienation, confusion, and anxiety.
Some participants reported that they have received little information from their health care providers, and that they have actively sought information themselves. In some cases, this had led to feelings of increased autonomy and empowerment, with the participant perceiving more control and assertiveness when discussing their condition with their health care provider. For others, it has had the opposite effect, including increased dependence and fear.
Strive for independence
The third theme concerned participants strive for independence, and wishes for autonomy and the ability to live as independently as possible. Three sub-themes were identified: Seeking independence, barriers to independence, and facilitators of independence.
Seeking independence. A consistent theme throughout participants' narrative was the desire to become independent: "I know that in the next few years I want to be able to move and live independently -live my own life". It was clear from their accounts that they wished to have opportunities to participate autonomously and fully in academic, employment, leisure, and social life. Participants expressed frustrations when this was denied them, including feeling like they were letting themselves down by not being able to do something independently.
Barriers to independence. Some participants reported perceived barriers to
independence, including over-protective parents, lack of financial support and funding, the educational systems not aligning with their needs, and practical barriers, as well as perceived prejudice: "When they place jobs and colleges, they don't place it so it's easy for people with disabilities to get into it". These barriers to independence appeared to contribute to feelings of frustration and perceptions of having to work much harder than individuals without chronic neurological disease to achieve the same level of independence and autonomy.
Many participants spoke of attitudinal barriers: not being seen or heard as individuals, where they had experience of being patronised, ignored, avoided, or assumed to be stupid by the general public as well as by health care professionals: "I do find that sometimes some of the doctors will even now talk over me directly to my mum". These experiences appeared to contribute to feelings of frustration and exclusion, and were linked to stereotyping and prejudice, which many participants described encountering.
Facilitators of independence. Participants explored the various factors they
perceived as facilitating independence and autonomy, including financial independence, supportive family and friends, educational and employment structures, independent travel, and adapted housing:
The house has been adapted with a digital box which allows me to answer the phone, switch the lights on or off, answer the intercom at the door and even let people in after I have confirmed their identities. I think this is a good step forward in supporting the move to helping me live independently.
The facilitators of independence were valued and participants expressed appreciation of opportunities to become independent, autonomous, and gain skills to deal with everyday life.
Transition
The final theme concerned participants' experiences and perceptions of the transition from adolescence to adulthood, including transitions from paediatric medical services to adult services, and from school to college education. Four subthemes were found: making the transition, support, perceived barriers, and suggestions for service improvements.
Making the transition.
Prior to making the transition, participants expressed the wish for greater autonomy over their health care and acquiring a sense of control: "I'm hoping that I will be given more options and choice in my care within the adult service -but I still think that the doctors will talk over me to my mum rather than me". Successful transitions were those where the participant was now independently making their own medical appointments and managing their own health care responsibilities.
Despite valuing being in charge of their own health care, some participants reported that they choose to bring a parent with them to medical appointments for further support:
When I was a teenager my mum would always come with me, whenever I go to the consultant mum will usually still try to be available to come with me. Sometimes it's better for her to be there, she will often ask other questions which I don't think of asking, and between us we are able to cover everything I wanted to find out.
Transitions with less success were reported by participants who were more fearful and dependent, with a lack of preparation for increased autonomy before the transfer. This appeared to contribute to feelings of abandonment and lack of support. Support. Participants were found to value the support offered by their families and their wider support networks: "I was lucky that I have such a good relationship with my parents the transition was a lot smoother for me but for people who don't have parents who are as involved then they must really struggle". However, the experiences of support differed between participants, which could be reflective of whether they were from a mainstream or special educational background. Participants from a special education background appeared to have been given more help and support in their transitions relative to those from a mainstream educational background: "I use the Connexions lady upstairs -she helps us complete forms and things for college". I think that similarly with the community specialist there should be one for adults and one for children, but there should be more support from age 16 through the handover to the adult consultants. It's like you just become an adult overnight.
Thus, participants' accounts related to access to specialist community nurses, regular contact with a health care and/or educational professional known to the adolescent or young adult, and different care depending on age to facilitate the transition process. It would, therefore, appear that access to information and support were particularly valued by participants.
Discussion
To date, few studies have directly examined the lives of young adults with chronic neurological disease. Consequently, this study provides an important step in bridging this gap. This was an exploratory study, and qualitative methodology was specifically employed to explore the diverse lived experiences and perceptions of individuals and to gain further understanding of the day-to-day challenges that they face.
The findings of this study highlight a number of crucial areas of concern for young people with chronic illnesses within the core areas of their lives; management of condition, social support, strive for independence, and transition. The findings of this study are consistent with issues highlighted in prior research for young people with chronic illness, such as independence, higher parental dependency, and social isolation (Beecham et al., 2008, Reiss and Gibson, 2002) .
The importance of being informed and understanding the condition is highlighted, as this influences bio-psychosocial trajectories and quality of life. For example, participants with a better understanding of their condition were able to acknowledge the limitations to activity associated with their condition but were also able to develop strategies to maximise activity and participation in education, employment, and social life. These participants were more optimistic, more autonomous, with self-advocacy abilities for their own medical care.
In contrast, participants with less understanding of their condition were anxious, pessimistic, and dependent, and reported poor adherence to prescribed treatments. These findings support those of other studies which have found that informed patients tend to have better outcomes, and patients who are more knowledgeable about their symptoms are able to better interact with their health care provider which leads to enhanced shared-decision making (Ford et al., 2003) .
From our participants' accounts, it is clear they receive a vast amount of support within their family unit, and also from their immediate social network. It would appear that social support constitutes an important protective factor in these young people's lives. These findings are consistent with prior research which has found that young people with chronic illness have higher social dependence, competence and social adjustment needs than their healthy peers (Jalava et al., 1997 , Kyngas et al., 2000 . However, a balance is required as over-protective parents might lead to over-dependency and reduced autonomy during young adulthood (Seiffe-Krenke, 2006 ).
In addition, perceptions of lack of support and care negatively influenced participants, and contributed to feelings of dissatisfaction and abandonment. This might in turn be associated with poor adherence to prescribed treatments (Pai and Ostendorf, 2011) . There is widespread under-recognition of the needs of young adults with chronic illness by health care professionals. Other studies have similarly found that young people feel challenged within the medical environment and are dissatisfied with the level of care that they receive (Farrant and Watson, 2004 , Kyngas et al., 2000 , Reiss and Gibson, 2002 .
The accounts of the participants of living with chronic neurological disease highlights the importance of individualised care, access to information and support, and preparation for increased autonomy before transfer to adult health care services. Overall, the findings of this exploratory study suggest that young adults with chronic neurological conditions have holistic service requirements. It is evident that they require additional support and guidance to aid them through the transitional period. Within the context of most medical encounters, the focus is on the alleviation of patient symptoms. Consequently, many of the broader social issues and circumstances faced by individuals with chronic neurological conditions remain unspoken. Although active examination of an individual's psychosocial adaption, their understanding of their condition, and experiences of service delivery may be beyond the scope of a health care professionals' responsibility, some awareness of the lived experiences of individuals living with varying chronic neurological conditions is needed in order for them to provide, or direct individuals to, support services, and ensure treatment adherence.
Furthermore, , the findings of the present study suggest that the interlinking of medical, community, and support networks, particularly familial support, is required, to provide care and support that allows for full and active participation in society. One recent review highlighted that only two out of five families receive transitional support (Park et al., 2011) .
Undoubtedly, an integrative approach for these young people is a key element in aiding the successful transition from childhood to adulthood (Kraus de Camargo, 2011) . There is an apparent need for the provision of an adolescent service to bridge this transitional period, providing coordinated care for all adolescents. It is essential that relevant support is provided encompassing medical, developmental and social aspects. Additional specialist community support might be required for those who need a more integrated approach throughout the transition period, such as young people with chronic illnesses. The heterogeneity in lived experiences also indicates the importance of professionals seeing people with a chronic neurological condition as individuals in relation to their condition, support needs, desire for autonomy, and transitions. From a UK perspective, it is will be interesting to see how far the Children and Families Bill 2013 goes to address some of these issues. The focus of the Bill is to provide consistent support to children and young people with special educational needs, including improving cooperation between all supporting services. The similarities and differences between participants' narratives suggest that it is possible for researchers to construct models of chronic neurological conditions to assess outcomes (transitions, support needs, transition experiences, and so on), between, and within, neurological conditions, in order to better help those with chronic neurological conditions participate in their chosen life domains, adapt better to life-long challenges, and function to the best of their abilities. .
The findings from this study should be interpreted with the following limitations in mind. First, the qualitative nature of the study and the relative small sample size prevent generalizability to other individuals or populations. However, the ideographic nature of the study highlights the individuals 'lived experience' of day-to-day life with a chronic neurological disease rather than providing statistical generalizable results. Second, although no participant opted-out of answering any questions, the possibility of response bias due to participants not honestly answering or not fully answering questions is acknowledged.
Finally, as the second author is the parent of a child with a chronic neurological disease, the possibility of researcher bias due to the closeness to the subject material, prior personal understanding, and life experience is acknowledged. However, the insight, empathy and perspective of the researcher facilitated the establishment of rapport in the interviews and aided the analysis process. In addition, the authors independently read, coded, and developed themes for each manuscript, before corroborating the findings, thus ensuring greater rigour in the analysis process.
Future research is required to ascertain whether the findings from this exploratory study generalise to other young adults living with chronic neurological conditions. The use of quantitative methods to assess levels of satisfaction with services and its influence on engagement with services appears to be particularly pertinent for future research. Such research could have the potential to further inform and drive the implementation of the proposed changes contained within the Children and Families Bill 2013. There could also be scope to undertake a longitudinal study, to explore the impact of the proposed changes of the approach and service provision for these young people with special educational needs. It would also be interesting to consider if the suggested changes addresses the unmet needs of these young people as highlighted within this study and prior research.
In summary, the findings from the present study suggest that a considered integrative approach is required to assist adolescents and young adults in making successful transitions from adolescence to adulthood. There is overlap between physical, mental and social development, and for adolescents and young adults with chronic neurological disease failure to acknowledge this overlap might have serious consequences for quality of life, ability to live fully and independently, and ability to reach full potential in education, employment and social life. Future research is required to assess the generalizability of the study findings, assess levels of satisfaction with services, and determine the influence of service satisfaction on service engagement.
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